To explore the factors influencing primary care providers' ability to care for their dying patients in Michigan. METHODS: We conducted 16 focus groups to explore the provision of end-of-life care by 7 diverse primary care practices in southeast Michigan. Twenty-eight primary care providers and 22 clinical support staff participated in the study. Interviews were analyzed using thematic analysis. RESULTS: Primary care providers (PCPs) wanted to care for their dying patients and felt largely competent to provide end-of-life care. They and their staff reported the presence of five structural factors that influenced their ability to do so: (1) continuity of care to help patients make treatment decisions and plan for the end of life; (2) scheduling flexibility and time with patients to address emergent needs, provide emotional support, and conduct meaningful end-of-life discussions; (3) information-sharing with outside providers and within the primary care practice; (4) coordination of care to address patients' needs quickly; and (5) authority to act on behalf of their patients. CONCLUSIONS: In order to provide end-of-life care, PCPs need structural supports within primary care for continuity of care, flexible scheduling, informationsharing, coordination of primary care, and protection of their authority.
INTRODUCTION
Despite primary care's commitment to comprehensiveness and continuity, 1 there is reason to believe few Americans die under the stewardship of a familiar primary care provider (PCP). While the exact numbers who die under a PCP's care are unknown, it is known that 70% of Americans die in hospitals or other institutions 2 where increasingly fewer PCPs follow their patients. [3] [4] [5] [6] Moreover, many patients and family caregivers report feelings of abandonment by physicians at the time of death. [7] [8] [9] This reality is in stark contrast to the wish many patients have to die at home 10, 11 and under the care of their personal physician. [12] [13] [14] Primary care at the end of life not only benefits the patient, but also the health system. At the end of life, greater continuity with primary care is associated with fewer avoidable hospitalizations, 15 less emergency department use, 16 and increased out-of-hospital death in cancer patients. 17 In the UK, where 90% of the care of dying patients during the last year of life is supervised by a general practitioner, 18, 19 less money is spent per person for all the care received after age 65, 20 and fewer people die using intensive care. 21 Two recent developments promise to change both access to and delivery of primary care in the US. First, the Patient Protection and Affordable Care Act 22 expands the access Americans have to PCPs by mandating health insurance coverage and expanding the primary care workforce. Second, the Primary Care Medical Home (PCMH), which emphasizes comprehensive, continuous, and coordinated care, is becoming a dominant model of primary care delivery. [23] [24] [25] [26] While currently little is known about the processes involved in the delivery of end-of-life care by PCPs, 27 a better understanding of these processes may inform how care for dying patients can be improved as primary care evolves.
In this vein, we conducted a qualitative study to describe how PCPs currently provide end-of-life care for their patients who have life-limiting conditions in order to describe the process of care and identify areas for practice improvement. We were particularly interested in how PCPs and their staff addressed the physical, psychological, and social needs of their patients within the confines of a busy practice and how the structure of care (prior to reform) presented challenges to PCPs' ability to provide good end-of-life care. We used qualitative methods because they are oriented toward understanding complex social environments and mechanisms underlying outcomes. 28 To our knowledge, ours is the only qualitative study of US PCPs that focuses on issues related to the delivery of end-of-life care by PCPs.
METHODS

Design, Sampling, and Participants
We gathered information through in-depth focus group interviews with PCPs and the staff of seven primary care practices in southeast Michigan. Clinic directors at each site served as key informants who introduced the study concept to potential participants who were then recruited by a research assistant. To qualify for the study, interviewees (PCPs=MD, DO, or NP; affiliated clinical support staff= LPN, RN, or MA) had to work in one of the practices selected and had to have experienced the death of at least one patient in the last year. Potential participants were excluded if they were actively participating on a palliative care or hospice team (since they would not be as representative of the norm).
Primary care practices were identified by the lead author using their affiliation with the five largest medical centers serving the community. Within these centers, individual practices were sampled using maximum variation to include a variety of practice settings (hospital based vs community based), specialty (family medicine vs general internal medicine), patient populations (urban vs suburban, affluent vs poor, racially diverse vs primarily white), and practice type (small private practice vs multispecialty clinic). We used maximum variation sampling so we could identify common themes across diverse settings. 29 Clinic directors from each practice consented to their staff's involvement.
Data Collection
Focus groups were held at the study sites. We conducted focus groups rather than individual interviews because, as we were trying to understand systems and processes of care, we felt that the validity of our data would be increased by real-time discussion that allowed us to cross check across participants. 30 We conducted focus groups with both PCPs and clinical support staff from the same practice to gain more holistic and valid accounts of end-oflife care in each practice. Primary care providers and clinical support staff were interviewed separately to promote candor and comfort.
Due to the busy schedules of interviewees as well as the small size of each practice, focus groups ranged from two to five participants. Smaller focus group size allowed for indepth discussion. Participants received a snack and a nominal honorarium for their time.
The same, doctorally trained, and experienced professional moderator conducted all focus groups. One of the authors (JF) served as an assistant moderator for most of the focus groups to provide detailed knowledge of end-oflife care when necessary. Each focus group was a single event lasting 90 min. At the opening of each focus group, participants were asked to reflect on the last patient who died under their care, focusing specifically on the care of adults with 'chronic, progressive, life-limiting conditions.' Follow-up questions were used to flush out the needs of their dying patients and how those were addressed, with attention in subsequent discussion to barriers and facilitators to good care, as well as interviewees' recommendations for change (see Online Appendix for focus group guide).
Data Analysis
All focus groups were audio-taped and transcribed verbatim. To assess the reliability of transcription, a subset of transcripts was compared against the original recordings.
Data analysis was conducted in an iterative fashion using constant comparison 31 to develop codes. Two senior researchers experienced in qualitative research (MJS, JF) reviewed the first four transcripts from the first two sites to generate analytically meaningful categories, or "codes." They refined these codes and their definitions over several meetings through iterative coding of the same data. The coding scheme was finalized by the third and fourth study sites. At that point, two research assistants were instructed in its use, and each coded the first ten transcripts (including the 4 used to generate the coding scheme). Double coding of the first ten transcripts was done to insure proper and uniform application of the coding scheme. Discrepancies were resolved through team discussion and consensus; 31 conflicts were resolved by deferring to the Principal Investigator. The remaining six transcripts were coded by one coder each.
The coded transcripts were entered into NVivo 7© software (2006, QSR International) to facilitate data analysis. Senior researchers (MJS, JF) reviewed the code reports for all 16 focus groups and conducted within-case and cross-case analysis to develop themes 32 that were presented to the entire research team to check face validity.
Human Subject Concerns
The study was fully reviewed and approved by the institutional review boards at the University of Michigan, the Ann Arbor Veterans Administration Medical Center, and each hospital-affiliated study site. All interviewees provided informed consent.
RESULTS
Participant Characteristics
We conducted 16 focus groups in 5 general internal medicine and 2 family medicine practices serving diverse communities throughout southeast Michigan. Descriptions of the seven practices are available in the Online Appendix. Twenty-eight PCPs (19 internists, 7 family physicians, and 2 nurse practitioners) and 22 clinical support staff (10 registered nurses, 9 licensed practical nurses, and 3 medical assistants) participated in the focus groups. PCPs described being responsible for managing acute and chronic illnesses; internists primarily cared for geriatric patients (although none sub-specialized in geriatrics), while family physicians cared for pediatric and obstetric patients as well. Support staff roles varied by practice-from answering telephones, to checking in patients, case managing, nursing, and social work.
Primary Care for Dying Patients
The ability to care for patients at the end of life was largely dependent upon continuity (i.e., the continued relationship with the patient after diagnosis), which, in turn, was highly influenced by the nature of the patient's diagnosis. Patients with non-cancer diagnoses typically maintained continuity with their PCPs until death or enrollment in hospice. Patients with cancer, on the other hand, were largely "lost to follow-up" and received end-of-life care from oncologists. Some PCPs regretted this occurrence:
The oncologists often manage a lot of the other issues having to deal with their health without my input necessarily…I tend to see less of my cancer patients than what I'm comfortable with.
However, other PCPs felt that cancer patients should be managed primarily by oncologists in order to limit patient travel and because oncologists had the expertise to manage such patients.
Occasionally, cancer patients did maintain continuity with their PCP while concurrently receiving treatment from oncologists. This occurred when the PCP insisted on follow-up or when the patient had other chronic illnesses the oncologist preferred not to manage. PCP attitudes toward maintaining contact varied, even within the same practice.
Overall, PCPs largely felt comfortable providing the endof-life care themselves without the support of palliative care consultation. Still, they cited five structural factors that affected their ability to address the needs of patients with life-limiting conditions. Figure 1 shows how these structural factors relate to the provision of end-of-life care, as well as to each other.
Continuity of Care
Participants reported that a continued relationship with their patients facilitated decision-making and planning for the end of life. Continuity allowed the PCP to know the patient as a whole person. With deep knowledge of the patient, the PCP could provide information and cast recommendations within a context that patients and families could relate to. By so doing, the physician fostered trust and helped patients and families feel comfortable with treatment decisions. Trust and comfort were particularly important for decisions about withholding or withdrawing treatment.
They want their doctor to say that it's okay. They trusted me for ten years--if I say 'Good,' they'll unflinchingly trust. They just want to make sure that the [treatment] program has got my blessing.
Knowledge of the patient as a whole person also contributed to the PCP's ability to respond appropriately to patient and family needs, such as pain and emotional issues.
Scheduling Flexibility and Time
PCPs needed flexibility in their schedule to allow timely visits for addressing emerging needs, such as symptoms. When physicians' schedules allowed for booking appointments on short notice, patients were often prevented from resorting to emergency or urgent care. When schedules were set months in advance, however, patients ended up in urgent care.
[Urgent care is] used because [patients] might not be able to get an appointment with a provider… [A problem] becomes even more urgent and they just go to urgent care.
Most providers felt they needed longer and more frequent visits to develop the knowledge of the patient necessary to provide emotional support and conduct meaningful end-oflife conversations.
With time and a number of visits I'm establishing a rapport with someone so I can bring up [psychosocial issues] in conversation.
Without time, physicians prioritized physical needs over psychosocial ones; advance care planning was especially affected when there were competing demands on clinicians' time.
Information-Sharing
Clinicians' ability to know their patients and provide meaningful guidance hinged on access to the right information from outside providers. Contextualized, prognostic information was necessary to know how to present treatment options and guide patients though decision-making about CPR and life support, as well as when to refer to hospice.
The piece that I would probably welcome most is somebody who had the knowledge to help the patient and the family and I understand the prognosis and then be able to be part of a fairly technical conversation about options.
When such information could not be gleaned from medical records, some providers would "call up [subspecialists] in order to have that kind of communication."
Information-sharing within the practice allowed clinical staff to know how to apply their expertise to make referrals, call in prescriptions, and offer basic recommendations for symptom management.
[The nurse] is aware of the diagnosis, she's aware of what we're doing, and she's calling as a prophylactic check in, If I say, 'Mrs. Jones needs X Y Z.' They're like, 'Oh, yeah. I talked to her yesterday.' So, it makes it easier.
When good within-practice information-sharing did not exist, PCPs bore the brunt of responsibility for coordination of care and did not benefit from existing nurse support.
Coordination of Care
Coordination of care was central to providing timely and robust end-of-life care. Coordination of care involved gathering all the necessary information about a patient's history, status, and prognosis, as well as arranging referrals to other providers (such as hospice), providing medications, and accessing community services. This activity was time consuming, taking physicians away from more pressing concerns; "Can you imagine doing [social worker]'s job on top of everything else you do?" Thus, many providers relied on support staff to coordinate care; one practice even took resources originally budgeted for physician time to hire a full-time social worker instead.
Sites with good coordination of care had a point person who could be easily reached by patients, was familiar with the patient's history and status, had some clinical and social work skills, and was empowered to address the patient's needs. At sites lacking such a contact person, PCPs and families largely bore the responsibility for coordinating care. Patients would show up in the clinic unannounced to get questions answered or crises addressed, and patient phone calls would be passed from person to person-creating a constant source of interruption and stress for staff, described by one staff member as "hanging on by our toenails."
Authority to Act
Whether a physician or clinical staff member, participants needed authority-i.e., a sense of control or mastery over the patient's care, in order to participate in the patient's endof-life care. Authority granted clinical support staff the independence to address patients' needs without involving physicians. Authority allowed PCPs the freedom to counsel patients at the end of life on options such as hospice or comfort care.
The general internist is the primary 'treater' of the heart failure and that's where you'll see [us] start to make the hospice referrals in the clinic -because we're the person that's responsible for the care of that specific disease…We're really making those decisions with the patients.
PCPs needed subspecialists-oncologists in particular-to respect their place as the patient's primary physician in order to maintain a meaningful role in the patient's care. When PCPs actively asserted themselves with subspecialists, PCPs were the ones to break bad news, and make transitions in care and advanced care plans. On the other hand, when PCPs felt powerless to help their patients, they abdicated end-of-life care to subspecialists.
DISCUSSION
Primary care providers (PCPs) in our study wanted to care for their dying patients and largely felt competent to provide end-of-life care, but many faced obstacles related to five structural elements of the system in which they practiced: continuity of care, scheduling flexibility and time with patients, coordination of care, information-sharing, and authority to act. We found that the presence of these structures fostered patient trust in the physician and physician knowledge of the patient, which, in turn, were necessary for PCPs to address both the physical and psychosocial needs at the end of life. Interestingly, the elements physicians needed for providing good end-of-life care are elements germane to providing good primary care in general; i.e., no structural elements unique to the provision of palliative care were identified.
This study has its limitations. Because this was a qualitative study, our findings are not meant to be generalized to all primary care practices, but rather to provide insight into phenomena that cannot be studied quantitatively. There is the possibility of sample bias, as those individuals who volunteered for the focus groups could have been particularly sympathetic or antagonistic to the topic of inquiry. Moreover, primary care practices in southeast Michigan may not be illustrative of primary care practices elsewhere.
Additionally, the small size of some of our focus groups makes it more likely that one strong opinion could sway the tenor of discussion. There is also the possibility that focus group participants provided answers that were socially desirable or that their responses were influenced by cognitive dissonance; however, the spectrum of responses suggests that this was not common. Lastly, we did not directly observe providers in practice or collect data from patients, and so could not confirm providers' self-reports.
Nevertheless, our findings resonate with the existing literature. Studies from Europe have shown that general practitioners value coordination, time, authority, and continuity. [33] [34] [35] [36] Studies in the US have shown that "role ambiguity" is a barrier to end-of-life care when multiple providers attend to the same patient, 27 and that communication between primary care and subspecialists is inadequate. 37, 38 Additionally, the connections between continuity and trust, 39 as well as continuity and physician knowledge 40 have been demonstrated before. Our data provide some clues as to how practices can overcome some of the barriers to providing end-of-life care. These include personal actions by PCPs, such as personally calling subspecialists to ask for prognostic information, or making structural changes to the practice, such as hiring a social worker. Still, the specific structures and processes that are put into place to address structural barriers will need to vary based on organizational context 41 and practice type. A future study with an even larger purposive sample stratified by organizational and practice characteristics would be needed to produce a valid description of how these characteristics affect provision of end-of-life care.
Some might posit that advance directives could be used to delegate authority over end-of-life care to the PCP; however, it is important to remember that advance directives only come into play once patients have lost decisional capacity, while delegation of authority is an issue the entire time a patient is being cared for within a complex medical system.
Many of the factors we identified as crucial to providing end-of-life care are consistent with elements of the Patient Centered Medical Home (PCMH), 23 which emphasizes patient access to care, care coordination, and smooth information transfer, both within the practice and with outside providers. Whether or not the PCMH model will allow PCPs to provide robust end-of-life care is a hypothesis worth future examination.
Having the means to provide robust end-of-life care does not guarantee that PCPs will provide the care. Across our panel of subjects, we saw variation in the sense of ownership of end-of-life care. How physician attitudes determine practice change or use of available supports is an important relationship that was not explored in this study. Moreover, while the PCPs in this study felt confident in their skills for providing end-of-life care, other studies have demonstrated that many lack those skills. [42] [43] [44] Future qualitative work is necessary to understand how PCP knowledge and attitudes affect the willingness to put in place and use structures that facilitate good end-of-life care.
It is important to underscore that our results do not suggest that all five practice elements are necessary or that any one is sufficient for PCPs to provide end-of-life care. Moreover, the factors themselves are not binary in nature, but they can be present within a practice in varying degrees depending upon the characteristics of the practice. In-depth ethnographic work could shed more light on how these factors work together in various contexts to affect the quality and delivery of end-of-life care. Future research into how to measure these factors may provide tools necessary for practice evaluation and improvement, as well as statistical testing of relationships.
